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This report summarises the work undertaken in partnership with the Strategic Clinical network during 2020/2022. 

During this time, we worked with the Strategic Clinical Network Palliative and End of Life Care Team to progress work in relation to the End of Life Care.  It was agreed that Dementia United would partially fund this work with the SCN taking the lead in project delivery; but Dementia United remaining involved as stakeholders.

This work has now been completed by the SCN as summarised below, and in 2023 Dementia United resumed the lead role for this area of project delivery.  

About the project

Dementia and Alzheimer’s disease have been the leading cause of death in England since 2015 (Office of National Statistics). However, dementia is still not universally recognised as life-limiting and when people are in the dying phase, they are often no longer in contact with dementia specialists (58% of people with dementia will die in the care home setting). It can be difficult to predict disease progression and to identify the dying phase. Advanced dementia is also associated with increased symptom burden but due to the inability to communicate, this can be interpreted as general agitation which is often not properly investigated. Consequently, people with dementia may receive sub optimum end of life care, including inadequate pain management. 

Our aim was to develop a bespoke dementia end of life training package for primary care networks and care home teams, utilising the University College London’s rules of thumb guide. This guide was created as part of a research project funded by Marie Curie and Alzheimer’s Society and was developed by an experienced team of researchers and health and social care professionals, including GPs and psychiatrists and a group of family carers. The training content is designed to be consistent across Greater Manchester whilst allowing for flexibility in delivery to suit locality needs. The project took a pump-prime approach with interested locality educators delivering a small number of sessions in their locality. Primary care networks and care homes were selected as 58% of people with dementia will die in the care home setting. The training also supported the Enhanced Health in Care Homes Framework.

Dying with dementia brings unique challenges that can be difficult to manage without training. We hoped that, by delivering the training to primary care network and care home teams who work together to support 58% of people dying with dementia, a shared language and consistent tool would help them feel more confident in meeting the unique needs of those dying with dementia and their carers.

What we achieved 

· Agreed on a Greater Manchester syllabus for dementia end of life training with a big focus on the University College London’s rules of thumb guide
· Greater Manchester hospice educators translated the syllabus into a lesson plan and slides designed to be delivered to primary care network and care home teams
· Training webinar tested with a Trafford team and adjustments made accordingly
· Educator Packs created to help interested educators plan, deliver content and evaluate training consistently across Greater Manchester (although flexibility will be allowed in delivery according to educator’s locality needs, content will remain constant).


End of Life Care Resources 




          

For details about our latest work on End Of Life please contact: Karen Thakuria or visit our website https://dementia-united.org.uk/ 
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Greater Manchester syllabus for training on End of Life Care of those with dementia 
 


 
 
 
 
 
 
 
 
 
 
 
 
 
 
Learning outcomes of training 


 
1. To understand that dementia is a neurodegenerative condition that will 


shorten life and may impede decision making in the future. There are 
common non-cognitive symptoms that follow a similar course and although 
that can be unpredictable, it is possible to recognise the dying phase earlier. 
 


2. To have confidence in taking a palliative approach to people with 
dementia’s personalised care and in initiating future planning 
conversations whilst they are living well. This would include introducing 
the concept of ceilings of care and using local advance care planning 
documents or digital formats. 
 


3. To have confidence in the legal frameworks that surround the decision-
making processes when someone is dying with dementia i.e. Best interests.  
 


4. To be able to recognise the dying phase of dementia and use the UCL 
(University College London) rules of thumb toolkit to aid decision making 
around common dilemmas  


 
UCL rules of thumb for end of life care for people with dementia: 
 


• Eating and swallowing difficulties – including good mouth care 


• Agitation and restlessness - indications where someone with dementia 
cannot verbally communicate why they are distressed e.g. they are in 
pain (important not to attribute “challenging behaviour” to dementia and 
to look for cause of distress) 


• Reviewing treatment and interventions  
• Routine care  


 


ADVANCE CARE 
PLANNING 


UCL RULES OF THUMB PLUS 
BEST INTERESTS / MENTAL 


CAPACITY ACT 
ASSESSMENT TOOLS 


GREATER MANCHESTER PAIN 
GUIDANCE 


CASCADE LEARNING 


CARER SUPPORT / GREATER MANCHESTER COMMITMENTS 


BEREAVEMENT 
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5. To understand the importance of the family and/or carer in getting 
personalised care right e.g. take into consideration age, culture, religion. Among 
other things this should include their prior knowledge of the person with dementia, 
the importance of their input to future planning and their ability to recognise early 
signs of deterioration. 


 
6. To recognise the impact on carers of meeting the needs of the person with 


dementia and the complex early and late grief that may be experienced.  
 


Dementia specific resources for people with dementia and their carers 
 
• DEEP/Pennine Care “Let’s talk about death shall we” leaflet 


• Dementia UK/Admiral Nurses “Understanding dying” leaflet 


• Alzheimer’s Society end of life care guidance 


• Alzheimer’s Society “This is me” document for professionals to understand who the 
person with dementia is to enable person centred care.  


 
 


Dementia specific resources for professionals supporting people dying with 
dementia 
 
• UCL Rules of Thumb Guide for end of life care for people with dementia  


• North West Coast Strategic Clinical Networks palliative care guidelines in Dementia 2nd 
Edition 


• NHS England My Future Wishes – advance care planning for people with dementia in all 
care settings 


• Recording of Yorkshire and Humber Strategic Clinical Network virtual “Advance Care 
Planning” and “Best Interests Conversations” training delivered to care homes and 
domiciliary care staff   


• Abbey Pain Scale to assess pain in non-verbal patients with dementia  


• Document created in partnership with Tide and DEEP that shares the perspectives of 
people living with dementia and their carers on end of life care and post bereavement 
support – includes film.  


 
Additional General Resources: 


• Greater Manchester commitments to end of life care 


• Greater Manchester palliative care pain and symptom control guidelines for adults  


• Compassion in dying have created a guide to help with future planning 


• RESTORE2 - A physical deterioration and escalation tool for care homes. 


• Social Care Institute for Excellence - using the Mental Capacity Act film (17mins49) 


• Social Care Institute for Excellence - Mental Capacity Act making 'best interests' 
decisions moving home film (6mins10) 


 
Locality specific contacts (to be provided) 


• Contact for palliative care/hospice 


• Contact for dementia specialist nurse 


• Contact for later life Community Mental Health Team 


• Contact for Independent Mental Capacity Advocate services 
• Contact for local bereavement services  



https://www.penninecare.nhs.uk/application/files/2415/8151/4384/Dementia_end_of_life_leaflet.pdf

https://www.dementiauk.org/wp-content/uploads/2019/07/Understanding-dying-new-WEB.pdf

https://www.alzheimers.org.uk/get-support/help-dementia-care/end-life-care#content-start

https://www.alzheimers.org.uk/sites/default/files/2020-03/this_is_me_1553.pdf

https://dementia-united.org.uk/wp-content/uploads/sites/4/2021/01/03-UCL-Rules-of-Thumb-Guide-v14.0_PRINT-version.pdf

https://www.england.nhs.uk/north/wp-content/uploads/sites/5/2018/06/palliative-care-guidelines-in-dementia.pdf

https://www.england.nhs.uk/wp-content/uploads/2018/04/my-future-wishes-advance-care-planning-for-people-with-dementia.pdf

http://www.yhscn.nhs.uk/mental-health-clinic/Dementia/WYHHCPICS/WYH_ICS_ACP.php

http://www.wales.nhs.uk/sitesplus/documents/862/FOI-286f-13.pdf

http://www.innovationsindementia.org.uk/wp-content/uploads/2018/09/End-of-Life-Care-Post-Bereavement-Support-Shifting-the-Conversation-from-Difficult-to-Important41.pdf

https://www.england.nhs.uk/north-west/wp-content/uploads/sites/48/2020/06/Commitments-document-.pdf

https://www.england.nhs.uk/north-west/wp-content/uploads/sites/48/2020/01/Palliative-Care-Pain-and-Symptom-Control-Guidelines.pdf

https://compassionindying.org.uk/

https://compassionindying.org.uk/wp-content/uploads/2019/11/Planning-Ahead-v2.1.pdf

https://wessexahsn.org.uk/projects/329/restore2
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Who developed the guide? 
This guide was created as part of a research project funded by  
Marie Curie and Alzheimer’s Society, led by Dr Nathan Davies and 
Prof Steve Iliffe. 


�It was developed by an experienced team of researchers and health 
and social care professionals, including GPs and Psychiatrists,  from 
University College London and King’s College London, and a group 
of family carers. 


The research team included Prof Liz Sampson, Prof Jill Manthorpe, 
Dr Kethakie Lamahewa, Dr Rammya Mathew and Ms Jane Wilcock.


How was it developed? 


To create this guide, we consulted the latest evidence from research 
and clinical practice, together with the views and experiences of 
family carers and healthcare professionals. 


This guide has been reviewed by GPs, palliative medicine doctors, 
nurses, geriatricians, psychiatrists, and social care professionals. 
 It was evaluated in a research study across five settings. 


Dr Nathan Davies


Prof Steve Iliffe
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What does end of life mean? 
The researchers behind this guide have taken 
the view that end of life isn’t a period of time 
limited to the final days, hours or weeks of life, 
but a period when the person, their family or 
healthcare professionals recognise that the 
person might be in the last phase of their life. 
This will vary for different people.


 
Who should be involved in 
care decisions? 
Whenever possible try to include the person 
with dementia in any new decisions, at each 
stage of their care. Continue to reassess 
whether they’re able to make these decisions.


If the person is able to make decisions, consider 
advance care planning (if this hasn’t already  
been done). They may want to involve their 


family and others in these discussions. Ask 
about their preferences for health and care 
treatment, their wishes, values or aspects of life 
that are important to them.


If the person with dementia isn’t able to make 
a decision, you should involve their family 
member or advocate. Make sure you know 
who, if anyone, has lasting power of attorney 
(or deputyship) powers covering health and 
welfare. Decisions should be made in the best 
interests of the person living with dementia.


If the person with dementia has no family or 
friends, identify someone to advocate on their 
behalf. For major decisions, this may be an 
Independent Mental Capacity Advocate (IMCA). 


Who’s this guide for? 
This guide has been created for any healthcare professionals providing care 
and support for people with dementia at the end of life. It can be used for 
training, to support decision-making, and help you have discussions with 
family members and advocates. 


Rule of thumb: eating or swallowing difficulties
Rule of thumb: eating or swallowing diffi  culties


End of life care for people with dementia 


*This may carry associated risks of aspiration. 


** Closely observe their intake, especially if changes 
to their swallow function are suspected.


Have a conversation with the person living with dementia and 
their family or advocate around the time of diagnosis, so that 
problems with eating or swallowing diffi  culties don’t come as 
a surprise. 


Also consider discussing this in advance care planning, so the 
person can decide what they’d want if they were to develop 
these diffi  culties. 


1


Is dementia the cause of the eating or swallowing diffi  culties? 
You may need to consult a specialist to answer this.


No 
Stop feeding them promptly.**


Yes 
Convert their oral medication 
to another form, eg liquid, 
and try comfort feeding.*


Yes 
Discuss options for specialist 
care with them and their 
family or advocate – these 
should be considered on an 
individual basis. 


2


3 Is the cause reversible? 


In an emergency, 
follow fi rst aid 
principles and call for 
help or dial 999.


No 
Try comfort feeding.* 
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What if the person isn’t eating, is having difficulty swallowing, or choking? 


A judgement needs to be made as to whether this is an emergency or not. If it’s considered 
to be an emergency, for example if the person is choking, then apply the principles of first aid 
and call for help. This may include calling 999. 


If the person’s difficulties with swallowing aren’t acute, then you’ll need to assess whether 
they’re due to the progression of dementia. To make this assessment, you may need to consult 
a specialist, such as a Speech and Language Therapist (SALT). Alongside this, make sure that 
all vital medication is converted to another form, eg liquid, so the person can still take it. 


Is this being caused by dementia? 


If it’s judged that these difficulties are due to the progression of dementia, or if it isn’t 
considered to be reversible, then you can offer comfort feeding (see below). 


If the person’s difficulties with eating and swallowing aren’t due to the progression of 
dementia, stop feeding them and assess whether the difficulties are reversible. Closely 
observe and document their intake, particularly if changes to swallowing are suspected.


What should I do if there’s a reversible cause? 


Discuss options with a specialist, eg a geriatrician or GP, including the potential use of a time 
limited nasogastric tube (NG) for feeding. 


Conversations with family members or advocates should clearly specify that there’s a defined 
time period for which NG feeding will be trialled, during which the response to the treatment 
will be monitored. If it seems not to be working, or brings other problems, tell the family or 
advocate that NG feeding is likely to be withdrawn at the end of this trial period.


What’s comfort feeding? 


Comfort feeding means eating for pleasure. It involves providing the person with small 
amounts of food or drink that the person likes.


Comfort feeding can carry associated risks, such as aspiration. In some settings it’s referred 
to as ‘risk feeding’. You’ll need to balance the risks of feeding the person this way with the 
potential comfort and pleasure that eating may provide.


Eating and swallowing difficulties
Eating and swallowing difficulties can occur at any time and shouldn’t come as a 
surprise. They’re particularly common if the person becomes unwell or weaker. For 
example, if they have a chest infection. 


As part of the advance care planning process, consider asking the person what 
they’d want to happen if they were to develop eating or swallowing problems.


To begin comfort feeding, you should: 


•	 �Identify the person’s favourite foods and drinks – and what 
they don’t like – to create a food passport. You can include 
information like how many sugars they prefer in tea or coffee.


•	 �Assess how much assistance the person will need with 
feeding.


•	 �Follow any recommendations from the Speech and Language 
Therapist, eg the texture, consistency or quantity of food, or 
specific strategies for feeding. Seek clarification if these no 
longer seem appropriate.


•	 Allow for flexibility in the person’s eating patterns. 


•	 �Check that the person is sufficiently awake and alert enough 
to be offered food and drink.


•	 �Support the person to sit as upright as possible, preferably out 
of bed and in a chair. 


•	 �Follow the person’s pace to make sure they’re relaxed when 
you’re feeding them and check their mouth for residue at the 
end of meals.


•	 �Reduce distractions or background noise so the person can 
focus on eating and drinking.


•	 �Consider asking someone the person knows to help feed 
them. 


•	 �Make sure the person gets regular, thorough mouth care to 
maintain oral hygiene.


•	 �Closely observe all their intake, particularly if changes to their 
swallow function are suspected.


•	 �If swallowing difficulties persist or worsen, seek guidance from 
specialist colleagues. 
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Notes


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


Rule of thumb: agitation and restlessness Rule of thumb: agitation and restlessness 


End of life care for people with dementia 


Look for an underlying cause. Agitation and restlessness 
may not always be caused by dementia. 


No identifi able cause? 
Consider non-drug 
treatments, eg music 
therapy, massage or 
aromatherapy, and trial 
pain relief.


Consider throughout this process whether the person 
is a risk to themselves or the people around them. 


Is there an environmental 
cause?


Is there a physical cause? Is their carer struggling 
to support them?


Yes Yes Yes No


* You might want to speak to their family or 
advocate. to help establish this.


Charity reg no. 207994 (England & Wales), SC038731 (Scotland)  F427
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Has anything changed for this person?* Read page nine of the 
Rules of thumb guide to help you make this decision.


No No
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Has anything changed for this person?* Read page nine of the 
Rules of thumb guide to help you make this decision.


No No
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Agitation and restlessness
Agitation isn’t necessarily caused by dementia. There could be several reasons why 
someone with dementia is agitated. 


You should look for an underlying cause. Has there been a change for this person? 
Consider the following three areas and checklists:


Is there an environmental or social cause?   


•	 The temperature or noise may not be comfortable for them. 


•	 It may be a result of unfamiliarity with their surroundings. 


•	 They may be bored.


•	 Their cultural values, beliefs or spiritual needs may not be being met. 


Is there a physical cause?


The person living with dementia may: 


•	 be hungry or thirsty. 


•	 be constipated – treat them with laxatives. 


•	 have urinary retention – if so, consider catheterization.   


•	 have a pressure sore or be uncomfortable in their position.


•	 have soiled underwear – address their personal hygiene. 


•	 �have an infection or other underlying illness – treat as appropriate 
or control the symptoms. 


•	 �be in pain. This could be because of arthritis, badly fitting dentures or something else. 


•	 have an alcohol, nicotine or drug withdrawal. 


•	 be experiencing side effects from any drugs or medication they’re taking. 


 
Is it related to the health or wellbeing of their carer? 


•	 �If their carer is struggling to cope or is ill themselves, this may have an indirect effect  
on them.


•	 �Do they have a new or existing condition which is making it harder for them to  
provide care?


•	 Do they feel supported? Do they have enough support? 


•	 Are they experiencing side effects from any drugs or medication? 


•	 �Consider a carer assessment or review for the family member or advocate.  
providing care. 


�Agitation may have several causes, which fall into different areas, 
so you should consider them all equally at any time. You may also 
have to return to all three areas. 


�It’s ok if you can’t identify a cause for the agitation or 
restlessness. In this case, you should consider non-drug 
treatments, then a trial of pain relief. If these aren’t effective, 
seek specialist help and consider the use of medication.


�If the person with dementia remains agitated despite making 
these changes, then it may be part of the dying process.


�At all times, consider if the person is a risk to themselves or 
others around them and if so, how this can be managed. 
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Notes


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


Rule of thumb: reviewing treatment  
and interventions 


Rule of thumb: reviewing treatment 
and interventions 


End of life care for people with dementia


Towards the end of a person’s life, you should only continue 
medication or interventions that are likely to maintain their 
comfort and quality of life. The same goes for starting them 
on any new medication or interventions. 


1


Is the current treatment or intervention contributing to 
their comfort or quality of life?
You’ll need to discuss this decision with the person’s
family or advocate.


No 
Stop the treatment.


Yes 
Continue the current care.


2


Regularly review the person’s comfort and quality of life after 
any change in treatment. Be prepared to restart treatments if 
necessary, as it’s not always clear whether they’re helping the 
person feel comfortable or improving their quality of life.


Charity reg no. 207994 (England & Wales), SC038731 (Scotland)  F427
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Reviewing treatment and interventions at the end of life
Interventions can include regular measurements, physical observations, blood tests, 
cannulation, blood pressure monitoring and other invasive processes.


Who should be involved in this decision? 


Decisions to continue or stop treatment or interventions should be discussed in a  
multi-disciplinary team meeting. You’ll need to adhere to any decisions made in the person’s 
advance care plan, if they have one, and consult the person who holds lasting power of 
attorney (LPA) or their deputy. 


Any decisions to stop treatments or interventions should also involve frequent discussions 
with the person’s nominated family member or advocate.


Reviewing current treatments


Consider whether the current treatment or intervention is still needed. Does this  
treatment or intervention help to maintain the person’s quality of life? 


Ensure that the family or advocate is aware that stopping intrusive treatment is not an 
indication of ‘giving up’ on the individual; we will just offer a different type of care that 
focusses on comfort or quality of life. 


If the treatment or intervention is still considered to be needed, then continue with the 
current care.


Continually review comfort of the person and their quality of life. There may be occasions 
when a treatment needs to be restarted as it may be having a positive effect on their quality  
of life and/or the comfort


As their disease progresses


Later in the course of the person’s disease, you should review all treatments, including those 
that were originally thought of as symptomatic treatments.


Symptomatic treatment is any medical treatment which only addresses the
symptoms of the disease and doesn’t treat the cause.
 


Notes
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Rule of thumb: routine care in the 
last days and hours 


Rule of thumb: routine care in the
last days and hours 


End of life care for people with dementia 


Consider referring to the rules of thumb 
for agitation and restlessness. 


Discuss routine care with the person’s family or advocate 
to decide on an acceptable level and the best way 
to provide it.  


1


Is routine care causing the person distress? 
You may need to consult a specialist to answer this.


No 
Provide routine care with 
the goal of maintaining 
the person’s comfort and 
dignity.


No 
Try again later. 


Yes 
Can the way the care is being 
provided be adapted to better 
suit the person’s needs? 


Yes 
Make any necessary 
adaptions.


No 
Continue as normal.


Yes 
Go back to 1.


2


3


4 Is this a recurring issue? 
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What’s routine care? 


Routine care includes oral (mouth) care, washing and bathing, changing the person’s bed 
sheets and turning them to prevent pressure sores or skin irritation. 


Some types of routine care are essential, as they add to the comfort of the person, and 
shouldn’t be stopped. This includes changing soiled or wet bed sheets or clothing and 
providing mouth care.


Who should decide the level of routine care that’s provided? 


An advance care plan should always be respected if the person with dementia has one. 
Other existing legal authorities should be documented and understood.


You should talk about routine care with the nominated family member or advocate 
in advance, before issues arise. Make sure you understand what they believe to be an 
acceptable level of care and how it should be provided. 


If routine care does not cause distress, then continue to provide routine care to maintain 
the comfort and dignity of the individual, but let your colleagues know what you’re doing 
and why.


What if routine care is causing distress? 


For some people with dementia and their family or advocates, routine care may become 
distressing. 


If routine care is causing distress for the person with dementia, see if the way it’s being 
delivered can be adapted. For example, can you change the way you hold or touch the 
person when you move them? 


Consider giving anticipatory pain relief to the person prior to providing essential care, if it’s 
likely to cause them distress or discomfort. 


If the adaptions don’t help then try again later, when it may be possible to provide that care.


Distress from routine care may be a recurring issue. If this is the case, discuss it with the 
person’s nominated family member or advocate and decide on an acceptable level of care.


Some family members or advocates may not prioritise routine care at the end of life, as it 
can also take away from the valuable and limited time they have left with their relative. This 
needs to be discussed. Minimum care may be a kindness to the person with dementia at 
the end of life, and their dignity should be maintained.


Providing routine care at the end of life
These rules concerning routine care are to be used in the final hours to days of life. 
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Use this section to keep important phone numbers 
for example, care home, GP, pharmacy, district nurse, home care agency


Name Name of key contact Number


Supporting you to make decisions 
while caring for someone  


living with dementia during 
Coronavirus (COVID19) and beyond
Name of person completing this document:


Relationship to the person living with dementia:


Name of person living with dementia:
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WHAT IS THE DECISION AID?


	� Your friend/relative may become unwell with coronavirus and you might need 
to make decisions quite quickly about their care.


	� This decision aid is a guide to support you when making decisions. It covers 
some of the common challenges and decisions you may face. It also gives 
you information about your options and how to make a decision. 


WHO IS IT FOR?


	� This decision aid is for you as a family member or friend caring for someone 
living with dementia who may not have the capacity or ability to make their 
own decisions.


WHAT DECISIONS MIGHT YOU NEED TO MAKE?


	� How to manage care at home


	� How to support your friend/relative in a care home


	� What to do if they became more ill


	� Should they go to hospital?


	� How to keep in touch if you can’t visit


WHAT DOES IT INCLUDE?


	� Information on the common signs and symptoms of Coronavirus 


	� Important points about the legal aspects of decision making 


	� Information on what support is available at home or in the community


	� Benefits and disadvantages of going into hospital


	� Learning points about care homes during coronavirus 


	� Opportunity to consider the wishes and preferences – what is important to 
you? What is important to the person with dementia


	� Key tips on how to look after yourself as a carer


SUMMARY
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What is a decision aid?


A decision aid is a guide to support you when making decisions. It covers 
some of the common challenges and decisions you may face. It also gives 
you information about your options and how to make a decision. This includes 
seeking advice from health and social care professionals and other carers, like 
yourself.


Who is this decision aid for?


This decision aid is for you as a family member or friend caring for someone 
living with dementia who may not have the capacity or ability to make their own 
decisions. They may live with you at home, in their own home or in a care home.


We have developed this decision aid to help you if you need to make decisions 
when the person you are caring for has or is suspected to have coronavirus 
(COVID19). You may need to revisit some decisions as things change and 
perhaps revise them. We hope it will be relevant to other times too, beyond 
coronavirus.


You may find thinking about these decisions upsetting: if so, please speak to 
other members of your family, friends, your GP and other professionals and ask 
them to support you.


Introduction
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How might coronavirus and government advice affect you  
and your family member/friend living with dementia? 


	� Your friend/relative may become unwell with coronavirus and you might need 
to make decisions quite quickly about their care.


	� You may not be able to get the same support services because of changes to 
the availability of health and social care.


	� Your friend/relative may not live with you and you may not be able to see 
them in person due to restrictions on travel and visiting.


	� You may not be able to care for them – either because you become ill 
yourself, because you might be at increased risk or other consequences.


What decisions might you need to make?


You may need to make some decisions if your friend/relative becomes unwell 
with coronavirus such as:


	� How could they be cared for at home?


	� How could I support them in a care home?


	� What should I do if they became more ill?


	� Should they go to hospital? 


	� How would I keep in touch with them if I could not visit them?


What are some of the common symptoms of coronavirus?


The common symptoms of coronavirus include high fever, a new and continuous 
cough and loss of smell or taste. But some older people do not have these 
symptoms, instead they may have some of the following symptoms which may be 
mild and difficult to identify:


Coronavirus and beyond


	� Fatigue	


	� Delirium (sudden or 
worsening confusion)


	� Dizziness 


	� Diarrhea


	� Loss of appetite


	� Feeling weak


	� Vomiting/nausea


	� Rash


	� Falls 


	� Headache


	� Stuffy or runny nose


	� Conjunctivitis 


	� Abdominal pain


	� Coughing blood
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Your friend/relative may already have a care plan. A care plan details their needs and 
the care they wish to receive to meet these needs. They may have also made an 
Advance Care Plan, sometimes called an Anticipatory Care Plan. This is a record of 
care the individual would like to receive in the future. 


Thinking about any existing Advance Care Plans


Cardiopulmonary resuscitation (CPR)


Cardiopulmonary resuscitation (CPR) is a way to help restart 
a person’s heart and breathing if they stop. Some people 
would like to have this treatment. Others would prefer not to. 
It is possible to make a decision about this in advance with 
the health care team and consider if this is suitable for them. 
If a decision has been made to not to give CPR, this will be 
recorded in a Do Not Attempt Cardio-pulmonary Resuscitation 
(DNACPR) form.


Does your relative have 
a DNACPR form or order?		


 Yes        No


If your relative does not have a DNACPR, you can 
consider their wishes and preferences on the next page.


For more information: The Marie Curie website has information explaining resuscitation and 
DNACPR during coronavirus: https://www.mariecurie.org.uk/cpr-during-coronavirus


Does your relative have an Advance Care Plan?			    	       Yes        No


If yes, consider this plan or discussions you may have had with them about their care wishes. 


Use this box to write down the important information to remember when making decisions 
about care and treatment (for example, going to hospital, treatment for infection, oxygen 
treatment, and ventilation).


If they do not have an Advance Care Plan, you can consider their wishes and 
preferences for future care on the next page.


Speak to their health 
care team and ask:


	� When is it 
suitable?


	� Will it work?


	� What does it 
involve?


	� What are the risks 
and benefits?
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This section is to help you consider your own wishes and preferences and the person 
with dementia’s wishes and preferences about their care and treatment if they have 
suspected or confirmed to have coronavirus. This is important if they do not already 
have an advance care plan.


Wishes and preferences


What is important to you? 
For example:


My friend/relative is able to stay where they feel familiar/comfortable


Being able to be with them if they are seriously unwell or at the end of life


Knowing they are getting the care they need


How might coronavirus affect their wishes and preferences?


What is important to the person living with dementia?
For example, staying in their own home or a particular care home, being pain free and 
comfortable, having family and loved ones around, having their cultural/religious needs met, 
seeing and talking to their pet
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This section is to help you consider some of the legal aspects of making decisions on 
behalf of the person you are caring for when they lack capacity.


Mental Capacity Act


Under the Mental Capacity Act 2005 (England and Wales)1, when a person is 
unable to make decisions for themselves, decisions may need to be made about 
their care and treatment in their best interests.


Lasting Power of Attorney (LPA) for health and welfare2


The person (or people) appointed under an LPA for health and welfare can make 
decisions about the person’s health and personal welfare. An LPA is made while 
the person living with dementia has the mental capacity to do so. The person 
appointed under the LPA can make decisions about medical treatment, where the 
person is cared for, and the type of care they receive.


Is there a Lasting Power of Attorney  
in place for your family member or friend? Yes No


If you have not been given LPA for health and welfare you can still be involved in 
making decisions with the health and care team. Professionals will work with you to 
ensure decisions are made in line with the wishes and best interests of the person 
living with dementia but the decision is the health and care team’s responsibility. 


Decisions may include deciding on the appropriate level of medical care for the 
individual, while ensuring that the person is comfortable and pain free. It may 
involve stopping tests or certain treatments (for example, ventilation) and whether 
they go to hospital. It may also involve putting ‘do not attempt cardiopulmonary 
resuscitation orders’ (DNACPR/DNAR) in place. If a DNACPR order is in place, 
other treatments like oxygen and antibiotics can still be given. While it is the duty 
of the professionals involved in the person’s care to make these decisions, they 
will work with you to make these decisions. You should not feel responsible for 
making these types of decisions.


Legal aspects of decision making


1	 these differ for Scotland and Northern Ireland, check local legislation
2	 this is different to Lasting Power of Attorney for property and financial affairs and processes differ in Scotland and Northern Ireland
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Managing care at home


If the person you are caring for lives with you and begins 
to show symptoms of coronavirus, you may need to make 
decisions about their care. These may include which 
services to access for support during this time. But, if their 
symptoms become worse, you may need to consider if they 
need to be admitted to hospital (see pages 12-13). Below 
are some decisions or challenges you may face:


TIP: 
Speak to 


other carers or 
contact the listed 
organisations on 


page 17 for 
support 


What support and services are available for me at home?
	� Speak with your GP or community nursing team about what support and services may be 


available to your relative or friend at home


	� Community nurses may help with a range of services, such as administering medication or 
provide advice about this


	� Palliative or end of life care is available in the community – ask your GP 


	� Arrange for medication and other supplies (such as incontinence pads) to be delivered 
to you at home (most delivery companies offer no-contact delivery) and arrange repeat 
precriptions with your GP 


	� Volunteer services can help deliver medication – contact your GP, pharmacist, or NHS 
Volunteers


	� Food deliveries are available – you may be able to find out about these through your local 
authority or council or arrange directly with supermarkets or local shops


Tick the decisions you need to make or challenges you face at the moment. 
You can add more as needed.


Is it safe to allow people from NHS and care services 
(and other visitors) to come into our home?


What do I do if my relative becomes more unwell?


Should I call 111 or 999 if I am concerned?


Their breathing is becoming worse, what can I do at home?


Other:
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Learning points for care at home
	� Care at home is possible even if a person living with dementia has coronavirus


	� Do not be afraid to ask for help, it’s ok to call 111 or 999 


	� Speak with your GP and community nursing team to get more help and support


	� GPs or community nurses may not visit, but you can arrange a virtual or phone 
consultation 


	� If your GP feels you need a home visit, they may be able to arrange this through a local 
dedicated coronavirus service (if available in your area). If a doctor or other professional 
visits you, they will wear full Personal Protective Equipment (PPE)


	� Consider which services are important and which are not essential at the moment


	� If you have care workers coming to help, speak with the home care agency about their 
guidelines and what they can offer


	� Consider if you or anyone in your household can provide support at home


	� Make sure you have the benefits you are entitled to – see page 17 for details of groups 
that can help or contact your local Citizens Advice
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If you are supporting/caring for someone who lives in a care home, and is suspected 
to have coronavirus, you may need to make decisions about their care.


	� Contact the care home by telephone during quiet periods (check the best time with the 
care home)


	� Contact the GP in charge of your relative’s/friend’s care if you are worried about their 
wellbeing or symptoms


	� Use video technology to talk to your relative/friend (such as a smart phone or a computer), 
ask a family member or neighbour to show you how to do this if unsure


	� You may be able to visit your relative/friend by remaining outside and seeing them through 
a window


	� You may be able to visit your relative/friend inside if you have a negative test result


	� Send your relative/friend photographs (write on the back who is in the photo) and ask care 
home staff to show these and talk about what’s in the photo 


	� Send your relative/friend parcels or other items that might be meaningful or pleasant for 
them, for example, hand cream, sweets


	� 	


Supporting someone in a care home


Learning points
Below are some ideas that might help you in your decision. Use the additional space to record 
other tips and advice you have picked up either from speaking to family, friends and other carers, 
professionals, leaflets, online forums, or when speaking with support organisations (see page 17).


Tick the decisions you need to make or challenges you face at the moment.  
You can add more as needed.


Who do I contact if I am worried about their wellbeing (for example, if you think 
their symptoms are becoming worse)?


Not knowing whether to visit or not – even outside their window or in a room that 
has a screen separating residents from visitors


Being able to stay in touch by other means e.g. video call


Communicating with care home staff


How do I support/care for my relative if they are isolated in their room?


Other:
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Consider what support can be made available at home or in the care home. But if 
your relative/ friend develops severe symptoms they may need to go into hospital. 


Remember to speak with the GP, care home or district nursing team about 
what additional support could be provided at home or in the care home. Use the 
information in the boxes below when talking to these professionals and making 
decisions about hospital.


Why might your relative/friend need to go to hospital
	� They may have severe symptoms of suspected coronavirus


	� They are very breathless and might need oxygen*


	� They become unwell suddenly and unexpectedly 
without a clear cause


Benefits and disadvantages of a hospital admission
It is important to consider the benefits and disadvantages of going into hospital


Disadvantages of a hospital admission for suspected coronavirus
	� You may not be able to visit them 


	� They may be anxious and confused in an unfamiliar environment 


	� They may struggle communicating with unfamiliar people who are wearing 
Personal Protective Equipment (PPE), such as face masks


	� They may lose some of their abilities, for example, finding the toilet and may 
struggle to walk as their movements may be restricted in hospital


	� They may become much sicker 


	� They may develop other infections while in hospital


	� The staff will be unfamiliar to your relative/friend, and will not know them (or 
their preferences for care) well


	� They may get less dedicated attention from hospital staff 


	� Hospital treatments can be invasive and distressing. For example, repeated 
blood tests and regular monitoring through the day and night


TIP
Think 


back to the 
advance care 


plan on 
page 6


Should they go to hospital if they are very unwell?


*	Breathlessness may be managed at home with appropriate medication,  
check with the GP or district nursing team.
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Benefits of a hospital admission for suspected coronavirus
	� Treatments such as oxygen, drips and antibiotic treatments are more easily 


available should your relative/friend need these


	� Tests such as xrays and scans can help diagnose what is wrong (although 
these can also be provided at an outpatient appointment)


	� Some tests and treatments may be available that are not available at home


	� There will be nurses and other staff on-hand round the clock


	� There will be doctors on-hand on site should your relative’s/friend’s condition 
change or if they become very unwell


Do you think you have enough information about  
these options to help decide on your preference? Yes No


 
If yes, what is your preference about hospital admission? 


If no, further services are listed on page 17 for more information.


TIP
Refer to 


the advance 
care plan on 


page 6
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You may feel this is your responsibility alone to do this but we all need support from 
people to maintain our physical and mental wellbeing. If you are caring for someone 
you may benefit from extra practical, emotional and moral support from others. Draw 
your support network below by writing the names of people who support you in the 
circles. For example, spouse or partner, daughter, son, sister, GP, home care worker, 
neighbour, friend, social worker, religious leader or volunteers.


Place yourself and the person with dementia in the centre two circles. Not everyone 
in your network will provide direct care, but they may support you in other ways. Add 
and delete circles as needed.


Neighbour


Name of 
person with 


dementia


Brother


Name 
of carer


GP


Who is supporting you?


If you can fill no or few circles, speak with your GP about how to 
access more support. Contact details for services are on page 17.
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Looking after yourself 
during coronavirus and beyond


	� Remember that it is normal and common to grieve and feel sad while caring for 
someone with dementia.


	� Find someone you feel comfortable talking with about how you are feeling. It 
may be family, friends, health and care professionals, or other carers. Look for 
a local support group, dementia café (may open soon) or ‘Talking Point’ on the 
Alzheimer’s Society website. Some telephone support services and support 
groups run via video conferencing. See page 17 for contact details.


	� Zoom worship services may be available. In place of this some may find personal 
prayer has heightened importance for you at this time.


	� If you struggle to find the right person to talk to, it may be helpful to keep a diary. It 
can be a way of letting out frustration and anger and reflecting on positives.


	� Try to make some time for exercise like walking, dancing or yoga.


	� Try relaxation strategies or listen to your favourite music.


	� Try to maintain a regular sleep pattern if you can.


	� Be kind to yourself. The pandemic is not an ordinary situation and many people 
are feeling stressed, overwhelmed, and uncertain about the future.


	� Allow yourself the time to grieve your losses.


Most people caring for someone with dementia experience feelings of grief and loss 
as well as positive feelings of love and tenderness. You may sometimes feel that 
your relative or friend is no longer the same person, or no longer someone you can 
discuss problems or share memories with. 


Dementia may have impacted on your work, other care commitments, or your ability 
to get a break. Activities that have previously brought enjoyment may no longer 
be possible but there may be alternatives. During lockdown you may have faced 
new obstacles such as not being able to see friends and family or visit your friend 
or relative with dementia. You may struggle to get them to shield and follow social 
distancing rules. Making decisions on behalf of the person you care for can also be 
very difficult and feel like a big responsibility; this is normal.


Taking care of yourself
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Your questions and support


What do you need to know more about? What will you do next?
	� Make a list of questions and speak with someone you trust 


	� Speak with other people caring for someone with dementia (for example, 
carer support groups, telephone support, online communities)


	� Contact the support services available to you listed on page 17
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Further support and contact details


You may have found it difficult to complete some or all of the sections of this decision 
aid. Here are contact details for further information and support for yourself and the 
person you provide care for. Some of these organisations may have local branches. 
Check their websites for more information.


Alzheimer’s Society
0333 150 3456


www.alzheimers.org.uk


Admiral Nurse Dementia 
Helpline (Dementia UK)


0800 888 6678
www.dementiauk.org


Alzheimer Scotland
0808 808 3000


www.alzscot.org


Carers UK
0808 808 7777


www.carersuk.org


Young Dementia UK
www.youngdementiauk.org


Age UK
0800 055 6112


www.ageuk.org.uk


Wales Dementia Helpline
0808 808 22 35


www.dementiahelpline.org.uk


Carers Trust
0300 772 9600


www.carers.org


Marie Curie 
0800 090 2309


www.mariecurie.org.uk


Independent Age
020 7605 4200


www.independentage.org


Rare Dementia Support
07388 220355 or 07341 776317


www.raredementiasupport.org


The Silver Line
0800 470 8090


www.thesilverline.org.uk







Supporting you to make decisions while caring for someone living with dementia during Coronavirus (COVID19) and beyond18


We are an experienced team of researchers and health and social care professionals 
including GPs and Psychiatrists from University College London and King’s College 
London, and a group of people living with dementia and family carers. We have used 
the latest evidence from research and clinical practice, together with the views and 
experiences of people with dementia and family carers. We have received expert input 
and this document has been reviewed by GPs, palliative medicine doctors, nurses, 
geriatricians, psychiatrists, and social care professionals. This project has been 
supported by Marie Curie, Alzheimer’s Society, Dementia UK, and Royal College of 
Nursing who have all contributed to the development and reviewed this document.
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